Aspectos culturais na demência: diferenças na consciência da doença de cuidadores brasileiros Cultural aspects in dementia: differences in the awareness of Brazilian caregivers Abstract Objective: To explore differences in disease awareness in participants of a psychoeducational group designed for Latin American caregivers of people with dementia.
Introduction
Disease awareness is defined as the recognition of changes caused by deficits related to the disease process. [1] [2] [3] It encompasses three dimensions: the ability to recognize a specific deficit; emotional response to difficulties; and the ability to understand the impact of impairment on activities of daily living. 4 One of the approaches that have been taken to assess the level of patients' awareness consists of calculating the discrepancy between the patient's own account of the perceived difficulties and that of the patient's spouse or caregiver. In general, proxies tend to judge patient awareness to be lower than the patient's own judgement. 5 As a result, first-person evaluations tend to be employed only as a supplement to third-person ratings provided by a caregiver. 5 However, the caregiver may be more or less aware of the patient's behavioral and functional disorders.
Awareness has a complex nature and may also be subjectively determined. 6 Regarding the caregiver's point of view, the subjective aspect of their awareness is influenced by how the clinical situation is presented, the degree of kindred and family ties, and caregiver factors such as time dedicated to the patient, burden of care, psychological health, and educational status. 7 Caregiver awareness may also be determined by their motivations to provide care for people with dementia.
Motivations can emerge from internal desires or beliefs but also from external pressures, playing a key role in determining both the social impact of the disease and the risks of stigmatization and discrimination. The cultural context can be considered an internal determinant that influences caregiving at multiple levels throughout the caregiving experience, mainly in regard to the meaning of being a caregiver. Consequently, it can be assumed that cultural justification for caregiving may reflect the cultural values and beliefs of a given group that can influence elder care provision and potentially increase or decrease emotional growth. It can also be assumed that motivations to provide care may partially determine the caregiver's awareness of the disease and thereby increase the risk of -or protect against -emotional distress and burden. 8 It is necessary to consider that the caregiver's ability to recognize symptoms and the way how they interpret and act on them are central to redefining and reorganizing family relations and constitute an important and neglected aspect of the illness experience. 
Design
This was a qualitative study involving accounts of caregivers who participated in a psychoeducational group intervention.
Session transcripts were subjected to interpretative phenomenological analysis (IPA) 10 in order to identify the key elements of the participants' understanding and experience. We chose to use IPA in this study because it has been described as particularly relevant for understanding subjective responses to illness. IPA is considered both phenomenological, because it aims to explore the participant's view on the topic being investigated, and interpretative, because it acknowledges that the participant's perceptions are elicited as part of a dynamic, interactive process in which the investigator's own beliefs and understandings also play a role as the investigator engages in interpretative activity to make sense of the participant's subjective world. 10 All authors participated of the initial analysis, shared the same theoretical background, and were psychologists trained in psychoeducational interventions.
Study participants
This study included dementia caregivers (n = 
Intervention
Selected participants were referred to the psychoeducational group following evaluation by a doctor. A baseline interview was conducted in which sociodemographic data were collected. Scales assessing caregiver burden and depression were also used.
Finally, we collected data about the patient's premorbid history, history of disease, the context of family ties and relationships, and the main problems and difficulties related to the participant's daily activities as a caregiver.
The psychoeducational approach was used to offer information about the disease and emotional support to the caregivers. Caregivers had the opportunity to interact with one another, exchanging useful information and providing mutual support. The intervention followed the STARCaregivers model, 11, 12 in which an attempt is made to help caregivers identify, reduce, and manage the behavioral symptoms of people with dementia (these symptoms have been described as the main cause of caregiver burden, distress, and depression). The model follows five basic steps 11, 12 : 1) identifying behavioral symptoms that are 
Data analysis
Qualitative analysis was conducted so as to achieve a Table 1 .
Topics Subtopics
Reasons to become a caregiver Duty, feelings of gratitude, familism, and religiosity Awareness of dementia symptoms Difficulties in recognizing cognitive and functional impairment Management of BPSD Awareness of patient's sense of identity Maintenance of patient's past identity Differences in awareness among dementia caregivers -Santos et al.
Results
Caregivers' and patients' sociodemographic data are summarized in Table 2 . All participants were family members, with a greater frequency of spouses and daughters living with the patient. There was a predominance of the female gender (n = 9; 81.8%),
probably as a result of the cultural stigma according to which caregiving activities are the responsibility of women. 13 Caregiver burden was considered moderate as assessed by the Zarit Burden Interview. 
Disease awareness and reasons to become a caregiver
The primary caregiver is usually chosen based on his/her relationship with the patient and with the whole family and also depending on personality characteristics, family issues, and sociocultural aspects. 15 In caregiving, a person may be motivated to provide care for many reasons, e.g., feelings of duty and responsibility. Our data suggest that the main factor involved in the decision to become the main caregiver is a feeling of responsibility for the patient. According to the tradition spread throughout generations, especially in the Latin American culture, adult children are responsible for their parents when they get old. 16 This is a natural process, in which the caregiver feels the opportunity to repay a past debt to the care recipient. Sometimes, becoming a caregiver is considered positive, due to stronger beliefs related to the importance of caregiving. 
My mother and I weren't close when I found out she was in very bad conditions. She didn't eat properly, she didn't do her laundry, the house was dirty and her aggressive behavior was driving my stepfather crazy.

Caregivers
Disease awareness and dementia symptoms
The majority of caregivers tend to have difficulties coping with the behavioral and psychological symptoms of dementia (BPSD).
18
It has been reported that symptoms such as delusions, agitation/aggression, anxiety, irritability/lability, and dysphoria/depression are strongly associated with higher caregiver burden. 19 These symptoms may arouse negative feelings, such as entrapment, shame, or guilt, which may lead to higher levels of depression and physical symptoms. 
Discussion
We explored differences in awareness among dementia caregivers considering some cultural aspects that may have influenced the information participants American caregivers. 9 In this sense, the present findings may help develop specific interventions for different groups, according to cultural aspects.
Also, the group sessions showed that family caregiving may be primarily motivated by affection, altruism, social norms of responsibility, and even egotistic motivations. 22 Ambivalent feelings were frequently present and were inherent to the caregiving task, manifested by the counterpoint of physical and emotional exhaustion on the one hand -"being on the verge of a breakdown"
-and satisfaction about doing one's duty on the other.
Meaning is conceptualized here as a mediator of the stress process, as "management of the meaning of the situation," and is viewed as a coping mechanism. 23 Failure to find meaning may potentially have negative outcomes for both caregiver and care recipient. The caregiver may experience feelings of despair or hopelessness, which could in turn impact on the care recipient's well-being. Some limitations of our study should be mentioned. First,
we had a small sample of caregivers, with homogeneous sociodemographic characteristics, including a majority of women (spouses or daughters). Conversely, our sample was quite heterogeneous in terms of level of burden, Differences in awareness among dementia caregivers -Santos et al.
depressive and anxiety symptoms. On the one hand, we could argue that this characteristic was beneficial for the development of the group dynamics, as caregivers had the opportunity to share experiences among themselves.
On the other hand, however, if methodological issues are taken into consideration, it becomes evident that a bigger, randomized sample would be better.
Also, the caregivers included in the study were demonstrably seeking help: they were referred to the group after medical evaluation, and all of them were willing to contribute to their patients' treatment and to be a part of the psychoeducational intervention. Therefore, our results cannot be considered representative of the effects of the same type of intervention applied to caregivers who are not help-seekers. Finally, we are unable to objectively measure to which extent the caregivers participating in the treatment group acquired new knowledge or appropriate skills from the practice acquired with daily activities with the patients.
A clinical implication of our results is the important role and the value of fully involving the caregiver in psychoeducational interventions, providing information about the condition, its prognosis, and ways of coping with it, all of which may be important for improving awareness. 25 Because it is necessary to identify which coping styles are affected by cultural differences, psychoeducational interventions with caregivers should include culturally-bound positive coping techniques, i.e., an exploratory approach that considers the cultural background that influences the way how caregivers understand what is happening to them and how this, in turn, influences coping and adjustment.
